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RE: Comments on coding change requests presented at the ICD-10 Coordination
& Maintenance Committee Meeting on September 9, 2020

Dear Ms. Bullock, and NCHS staff:

We write to support the ICD-10-CM coding change proposal for mild cognitive
disorder due to known physiological conditions' from the American Psychiatric
Association (APA) that was discussed at the September 9, 2020 ICD-10 Coordination &
Maintenance Committee public meeting." This coding change would enable Alzheimer’s
disease pathology with mild cognitive impairment (MCI) to be coded separately from
symptomatic dementia, in accordance with the Alzheimer’s Disease Continuum." We
also encourage the NCHS to include on the March 2021 ICD-10 Coordination and
Maintenance Committee public meeting agenda (see page 3) a dementia severity coding
proposal that was not able to be taken up during the September 9 meeting.

The APA'’s proposal would create new codes for MCI and mild neurocognitive disorder
due to a known physiological condition, with the coder first coding the underlying
physiological condition. We support this proposal because coding professionals would
be allowed to report Alzheimer’s disease pathology with MCI and without a requirement
always to code dementia (which, by definition, is not present in the MCI stage of the
Alzheimer’s disease continuum). Also noted in the language of the proposal, underlying
causes for MCI other than Alzheimer’s disease -- such as Parkinson’s disease and
Huntington’s disease -- also would be allowed to be coded. We consider these coding
option additions, and the ability to code Alzheimer’s disease pathology with MCI
separate from dementia in the coding set, to be a vital change that will improve the ICD-
10-CM coding set’s accuracy and utility.

The APA’s proposed coding changes delink the coding of Alzheimer’s disease pathology
with MCI from the automatic coding of dementia which additionally would support the
proposal’s creation of an “Excludes 1” note. (A type 1 Excludes note indicates that the
codes excluded as part of the note never should be used in conjunction with the code
preceding the note"). Under the proposed Excludes 1 note, the codes for dementia are
listed. Since Alzheimer’s disease is one type of “underlying physiology” to code with MCI



due to known physiologic condition, and the dementia codes are in the Excludes 1
notes, then Alzheimer’s disease pathology would be able to be coded without coding
dementia. We urge NCHS to finalize this proposal with this “Excludes 1” note
containing the codes for dementia, as this is a crucial change for the coding of
Alzheimer’s disease. This change would result in a clinician’s diagnosis of Alzheimer’s
disease MCI to be coded distinctly from Alzheimer’s disease dementia.

Additionally, we recommend NCHS make the necessary updates to the Alzheimer’s
disease codes in G30, “Alzheimer’s disease”, so there is no conflict with the new
updates in the F06.7 subset. For example, in the G30 section, there are “code
additional” notes present in order to add whether Alzheimer’s disease dementia includes
or excludes “behavioral disturbance” (as stated in the ICD-10-CM coding book"). If left
unrevised, this would be confusing to clinicians and coders. We recommend revising the
G30 section for dementia with or without behavioral disturbance to note “if applicable,”
similar to how delirium is referenced in ICD-10-CM.

The APA’s proposed coding change would be consistent with and highly
supportive of the three Healthy People 2030 (HP2030 cognitive impairment
objectives' along with improved utilization of the Annual Wellness Visit (AWV)
cognitive assessment benefit."" Simply put, accurately delinking MCI from Alzheimer’s
disease dementia will make it easier for patients (and their families) to report subjective
cognitive concerns to their clinicians and for clinicians to raise the subject of cognitive
health with patients (and their families) in the absence of symptoms indicative of
progressed dementia. In turn, these earlier and more candid discussions with clinicians
can lead to improved clinical outcomes and better shared decision making, which may
include: reassuring a patient that reported symptoms are not indicative of cognitive
impairment at all (i.e. consistent with normal cognitive aging); addressing any reversible
causes of reported symptoms (e.g. treating vitamin deficiencies, sleep disorders, etc.);
initiating or improving lifestyle modifications to reduce the risk that any MCI may
progress to dementia (e.g. smoking cessation, hypertension mitigation, etc.); and
advanced care planning in the event that MCI does eventually progress to dementia.

These earlier and more candid clinician-patient discussions, which the APA’s proposed
coding change would facilitate, are vitally important as recognized by the CDC: “The
earlier dementia is diagnosed, the sooner care can be provided. A formal diagnosis
allows people living with dementia to have access to available symptomatic treatments
and interventions, build a care team, participate in support services, and potentially
enroll in clinical trials. They and their caregivers can set systems in place to better
manage medications, receive counseling, and address the challenges of other chronic
conditions. Additional advantages include planning for future financial and legal needs
and end of life choices.”" This is also consistent with the CDC’s Healthy Brain Initiative
Roadmap strategic objectives to improve professional care for people living with
dementia.”

As NCHS may be aware, far too few clinicians initiate timely discussions with their
patients about cognitive health and cognitive impairment for a variety of reasons
including time pressure, inadequate training about recognizing signs of impairment,
varying degrees of discomfort around the sensitive topic of dementia, and an over-
reliance (read: wishful thinking) that the patient or family member will raise the subject.
Patients and their families often lack basic understanding of dementia, labor under
stigma and myths such as that these diseases are a “normal part of aging,” or expect



(for cultural or other reasons) that the health professional should and affirmatively would
inquire about possible cognitive impairment. People with undetected MCI also are less
likely to be accompanied by a caregiver informant at a medical appointment. In the
aggregate, these and other factors result in cognitive impairment detection and
diagnosis rates that are unacceptably low among the population at large and particularly
among communities with disproportionate prevalence of Alzheimer’s disease and other
forms of dementia including women,* people with Down Syndrome and other intellectual
disabilities,” veterans,™ rural® and ethnic minorities.*¥ Compounding this disease
prevalence health disparity is the added burden that detection and diagnosis often come
later in disease progression among these populations with profound negative
consequences. As noted by a recent Alzheimer’s Association report, "African-Americans
tend to be diagnosed at a later stage of Alzheimer’s disease — limiting the effectiveness
of treatments that depend upon early intervention." Diagnoses are delayed because
predicate detection is delayed: “African American and Latino patients are often
diagnosed at later stages of the disease, with many of them experiencing a delay of up
to seven years before their symptoms are evaluated...Delayed diagnosis may result in
the patient having reached a greater severity of dementia by the time a diagnosis is
made."™" AWVs may provide the best opportunity to detect cognitive impairment in its
earliest stages when lifestyle interventions and increased attention to managing
comorbidities can have the largest impact in driving more positive health outcomes. The
later cognitive impairment is detected, the later affected individuals and their families are
able to begin grappling with — and deriving benefits from making -- the full gamut of
consequential decisions including participation in clinical trials, use of FDA-approved
symptomatic relief therapeutics, caregiver education, and planning involving legal,
financial, spiritual and quality-of-life issues.

The APA'’s proposed coding change also would support Health Resources Services
Administration (HRSA) curriculum that educates clinicians on properly making and
conveying diagnosis.*"" and a free online toolkit from The Gerontological Society of
America to help primary care teams detect and diagnose cognitive impairment.*"

By fostering these earlier and more candid clinician-patient conversations about
cognitive health, the APA’s proposed coding change would be consistent with
and highly supportive of work by the National Institutes of Health and its non-
governmental partners to implement the National Strategy for Recruitment and
Participation in Alzheimer’s and Related Dementias Clinical Research.X* The
National Strategy works to engage broad segments of the public in the research
enterprise, with a particular focus on underrepresented communities. As discussed
previously, the later cognitive concerns are discussed and any impairment is detected
and diagnosed, the less opportunity individuals have to participate in clinical research
trials.

Additional Recommendation for the March 2021 ICD-10 Meeting Agenda

We are aware that the NCHS has received other coding change proposals for
Alzheimer’s disease including proposals that would address severity level (mild,
moderate, or severe dementia), neuropsychiatric symptoms, and other issues. While we
understand that these proposals could not be addressed during the September 9
meeting, we encourage the NCHS to discuss all these important issues at the
March 2021 ICD-10 Coordination and Maintenance Committee meeting, as there are



new therapeutics that may gain FDA approval in early 2021. These therapeutics could
improve the quality of life and clinical outcomes for millions of Americans with MCI or
with different severity of dementia symptomatology. Therefore, it is vital to ensure the
ICD-10-CM coding set is up to date with current clinical practice, since diagnosis codes
are essential to facilitating individualized clinical care.

Thank you for considering our views and for your commitment to overcoming
Alzheimer’s disease and other forms of dementia. For any questions or additional
information about this or other policy issues, please contact lan Kremer, executive
director of Leaders Engaged on Alzheimer's Disease (the LEAD Coalition),™

ikremer@leadcoalition.org or (571) 383-9916.
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